Motor neurone disease (MND) is a devastating neurological terminal condition with no cure. Care is the only option, which sharpens the need for its examination and clari cation. This paper reports on a hermeneutic study which addressed the question, 'What are the lay and professional values of care in the context of motor neurone disease and is there a difference between them which affects care delivery and receipt?' The study discovered three ways of caring, with most alignment between the two lay groups. The professional carer stance is predominantly functional and illustrates detachment from the experience of living with illness whereas the recipients' needs are holistic. These two value structures, the mechanistic and the hermeneutic, are in tension. To redress this imbalance, support for a dispositional shift in professional values to be more client focused is advocated.
Introduction
Three people die of motor neurone disease (MND) in the UK everyday and there are 5000 people living with MND at any one time (MNDA, 2000) . It is a devastating disease that leaves people unable to walk, talk, eat or drink. Their intellect remains intact so they are conscious of their own deterioration, up until death. The needs they present will range from aspects of progressive immobility, bulbar palsy and its associated swallowing dif culties, insuf cient nutritional input and communication problems to reduced respiratory effort, fear and uncertainty. Many of these needs are similar to those of people suffering from a range of neurological conditions inclusive of multiple sclerosis, Parkinson's disease, stroke and brain stem infarctions. However, in MND there is no clear causation, no remission, steady deterioration and no curative treatment. Death is inevitable within an approximate time frame of two to ve years. Examining caring in this context is investigating at the edge of human endurance and illuminates the very 'being' of care. This paper reports on the experiences of caring from the perspectives of six people with MND, six 'lay' carers and a 'team' of nine professionals. A hermeneutic phenomenological approach facilitated investigation into the worlds of these three groups. Gained insights into their different experiences contribute to the knowledge base of the experiential trajectory in MND and to caring practice in the context of neurological disability.
Background to caring
Over the last 20 years, examination of the concept of caring in health and social care has been pursued by a large number of researchers (Blustein, 1991; Campbell, 1984; Dalley, 1988; Kitson, 1993; Leininger, 1988; Morse et al., 1990; Nolan and Grant, 1989; Roach, 1992; Watson, 1985) . Although it may be acknowledged that caring takes many forms and is delivered by members of different professions as well as lay groups, nursing has made particular claims that caring is the essence of nursing (Benner and Wrubel, 1989; Bishop and Scudder, 1991) . While this may be a legitimate claim, it also echoes ownership and exclusivity which may be seen as a divisive concept to pursue in a multiprofessional, multiagency environment of health and social care where the patient is the central player (DoH, 2000) .
Both qualitative (Clarke and Wheeler, 1992; Yam and Rossiter, 2000) and quantitative approaches (Arthur et al., 2001; Watson et al., 1999) have been used to examine caring. Paley (2001: 189) concludes that, despite all these studies, our understanding and knowledge base of caring remains 'elusive, complex, ambiguous or vague'. Endless lists of caring descriptions and attributes, associations, and 'things said' about caring from various groups and perspectives have resulted in a knowledge base which Paley (2001: 195) claims is 'quite literary, useless'. In defence of this argument, the claim is based on the perceived impossibility of testing these descriptive ndings and/or applying them to practice. A counter argument is that efforts to understand perceptions and experiences of care can inform future practice and that knowledge of care experiences can in uence and change practice. The 'purity' of such knowledge may not be measurable in a technical-rational sense but is certainly transferable and in uential in developing sensitive, clientfocused practice. Evidence is growing that educational programmes to promote caring practices (Hoover, 2002; Murray, 1998; Wikstrom, 2001) are making a difference to students' capacity to be caring practitioners. These programmes may include examples of patients' experiences of illness, and in the case of MND draw on work speci cally concerned with MND (Beresford, 1995; Oliver, 1995; Robinson and Hunter, 1998; Small and Rhodes, 2000) .
Understanding experiences of living and caring in MND is pivotal to appreciating the devastating effect that MND has on patients and carers, and also on professional carers. This study provides evidence which enhances such understanding and contributes to the implementation of sensitive, appropriate care provision.
Purpose and aim of the study
The purpose of this study is to gain understanding of caring experiences in MND in order to contribute to further development of caring policy and practice. The aim of the study is to answer the research question, 'What are the lay and professional values of care in the context of MND and is there a difference between them which affects care delivery and receipt?'
Research approach
Application of the principles of phenomenology and hermeneutics is congruent with seeking a greater understanding of meanings of experience and phenomenon, inclusive of care. Heidegger's (1962) phenomenology offers an interpretive enquiry focus into 'being in the world' of motor neurone disease. The term hermeneutic traditionally refers to the interpretation of texts (Outhwaite, 1987) . Heidegger (1962) draws on hermeneutics as his approach for questioning and analysing such being, and Gadamer (1975) develops Heidegger's hermeneutic stance further through his metaphors of prejudice, hermeneutic circle, fusion of horizons and historicity. In this combination, the premise is that interpretation is a universal requisite for all understanding; it presupposes prior understanding and so it is only possible to interpret according to one's own lived experiences. This principle has been applied to the interpretative analysis of the evidence gained from the participants but also applies to the reader of the ensuing paper. This means that generalizations are not claimed from the study but data is presented for the reader to assess a sense of resonance and therefore possible application to their own particular area of practice.
Heidegger used the concept of fore-structure (prejudice) to explain that one's past experiences and beliefs cannot be denied in interpretation. Indeed, this was one of the driving forces behind the study, as the researcher had experienced caring for people with MND as a sister on a neurological ward and was intrigued by the differences in care practices between service users and professionals. Walters (1995) suggests that to accommodate this interpretive feature it is necessary for the researcher to re ect continually on their involvement and possible changing perspective during a study. This principle was upheld throughout the study through the maintenance of a journal to promote re exivity on the process. process. People with MND were recruited through the Motor Neurone Disease Association (MNDA).
The researcher was invited to present her proposals to a local group and these were subsequently advertised in their local newsletter. People with a con rmed diagnosis of MND and a willingness to talk about their experiences were invited to volunteer to take part. They were asked to identify their main lay carer (n = 6). In ve of the six cases this was their spouse. One spouse declined and one person with MND declined at the point of the rst interview. The latter's partner still wished to continue in the study. One pair identi ed one professional team as offering 'good practice'. This team (n = 9) was invited to join the study and agreed. The pro les of the three groups are located in Tables 1-3 . 
Data collection
Two guided conversations spaced at threemonthly intervals were conducted with participants. Conversations lasted between 60 and 90 min each, were audiotaped and transcribed verbatim. The primary question posed at the rst conversation was, 'What is it like to have MND/care for a person with MND?' This was to gain a sense of their experiences in care. The secondary question was, 'Are your thoughts concerning caring changed as a result of experiencing caring?' This was to gain any sense of transformation of their meaning of care from being actively engaged in its practice. Before the second conversation, participants received a copy of the transcript, from their rst conversation, to check for accuracy. The focus of the second conversation was threefold: to correct any transcription mistakes; share the interpretive analysis in the form of rst level themes; and to establish if any further experiences had led to a change or modi cation in their thinking about care.
Data analysis and interpretation
Hermeneutic analysis does not lend itself to a xed process. Through the application of the principles of hermeneutic phenomenology, and in support of academic rigour, a ve-stage analysis process was developed (Clarke, 1999) . However, the analysis decision trail is a vital component for establishing the rigour of a study.
Stage 1 began with deeply engaging, reading and writing a summary of the participants' stories as understood by the researcher. Stage 2 began the interpretation through questioning the text in terms of what was being meant by the stories, what was happening here? Signi cant statements were extracted to answer these questions and they were clustered into rst-level themes. At stage 3, the themes were taken to the second conversation to gain a 'fusion of meaning' (Gadamer, 1975) between researcher and participant. The researcher presented the themes by stating this is what I understand you were meaning, this is what I learnt from you -do you agree? Misinterpretations were rare but when corrected, mutual understanding was gained and further learning achieved by the researcher. Stage 4 involved establishing second level themes from the con rmed rst-level themes. Any corrected elements from the second conversation were included. Themes from each participant were then clustered with their group to build group categories. Three distinct group experiential accounts were plotted within a temporal trajectory. The nal stage (Stage 5) involved comparing categories across the three groups for similarities and differences. Identi cation of similarities and differences in caring between users, carers and professionals became the basis for developing professional learning recommendations.
Findings
Presenting large amounts of qualitative data in a paper is always a challenge, therefore resultant categories from the three groups are presented in 'maps' with quotations and interpretations. In each group, the categories are presented in a particular order to illustrate the changes experienced over time.
Experiences of people with MND
Eight categories were identi ed from the MND participants. These are diagrammatically presented in Figure 1 . The starting point of users' experiences is the shock of their symptoms, realization that their body is failing prematurely, their existence is threatened and their sense of self is beseiged. This realization is captured in the category existential shock as the participants' reported losing con dence in their bodies, recognizing their physical vulnerability and being scared of facing their imminent death. Many of their symptoms were personally frightening such as dif culties swallowing, expressive speech problems, hands and feet not obeying commands. These symptoms often progressed without a clear diagnosis.
Their experiences suggested that not knowing the diagnosis was stressful but on securing a diagnosis their shock deepens, in terms of the uncertainty of what to expect from the disease and the length of life remaining; 'It's horrible, it's the worst thing I can remember. Not knowing how long you've got. Not knowing where you're going, how you are going to be and not having any guidelines' (MND2). The course of MND for each individual is uncertain in terms of location of muscle deterioration and timescale. The patients knew every 'case' was unique and that professionals were unable to state causes, outcomes and timeframes. This reality made the disease harder to ght against as; 'when they say they don't know what causes something you've got no goal to ght against . . . it's very hard to ght against something when you don't know what you're ghting against' (MND2).
While they were trying to deal with the shock of having MND, they tried to make sense of it, understand how they had developed it and create meaning in terms of what may had caused it. They read widely and became quite 'expert' in the disease and its progression. This con rmed their temporal realizations that their lifespan was now short and their active lifespan even shorter. The knowledge of their disease deepened their existential shock but as their symptoms increased, they began struggling with increasing loss of control.
Loss of control pervaded all aspects of their lives. Bodily deterioration coupled with a loss of social and communication outlets forces a person to turn inward, to face death in an increasingly difcult day to day life. These quotations illustrate the challenges faced in trying to maintain a sense of self;
You never like to think you are incapable of doing something and relying on somebody else . . . You're annoyed . . . because there are so many things you can't do, things you used to be able to do and now you can't. I know certain things I am not going to be able to do again and that's upsetting . . . There's nothing really I can do apart from watch television.
However, determination initially keeps the struggle in progress, 'What a way to die, bit by bit like a crushing ivy killing off a healthy tree. I have a lot to do for my family before the last clutches of the deadly ivy zaps the last bit of sap' (MND6). However, the relentlessness of MND means that it eventually begins to win, 'it's really taken over our lives' (MND3), to the extent of imposing exhaustion and depression as; 'I'm getting very fed up with being ill, there's no respite' (MND2).
At rst sight it may be considered surprising that one has to learn how to be cared for. This category captures how MND forces people to learn new skills and a new way of 'being'. The MND participants did not like being cared for as they experienced loss of privacy and control and greater vulnerability. Being cared for requires learned expressions of gratitude and tolerance, even when they are resisting their situation, but these 'learned ways of being' are necessary to promote carers to continue their support.
Initially, they had to learn to accept they needed help, 'I've been a very independent person and it's hard to accept help' (MND2). People discovered their physical deterioration meant necessary interventions of being washed, shaved, dressed, fed and eventually using a wheelchair. One dread was 'not coping in the loo . . . a tremendous fear' (MND6), which was closely followed by the prospect of being bedridden. These feelings of vulnerability and loss of privacy led to an overall dislike of being cared for. This was coupled with learning about the effects of losing independence and their own emotional labour, 'I don't really like it . . . I've always been able to do things for myself and relying on other people I don't really like. I have to be more tolerant' (MND3).
User emotional labour was not con ned to learning about physical interventions as deteriorating communication ability presented them with enormous frustrations, 'when you've not been understood, that's really one of the hardest things' (MND6).
They had to learn to adapt to a range of carers and found it unsettling to have to react to differing personalities and styles of care. Learning to be cared for involved a transformation of 'being'. They had to learn 'how' to receive care in the physical sense and the psychological sense of learning 'gratitude and tolerance' towards others for attending to their vulnerability and passivity. They had to learn much about loss in terms of their rights and independence, almost in preparation for their loss of life.
Changing relationships occurred during the process of physical deterioration. Wives and husbands became 'nurses', friends stopped coming to see them, and speech de cits sti ed conversations. Roles changed for the surviving partners, who had to acquire their partners' duties as well as their own. Children had to learn about loss. One participant, while talking about his children explained that as his disease progressed, 'I feel that I am leaving and that they are mourning my death' (MND3).
The concept of 'normality' was abandoned, but episodes of coping permitted families to nd stability that allowed them to recharge. There was a notion of dynamic normality, which can be described as 'everything the same but not the same but trying to keep the same'. Dynamic normality is illustrated by the experience of one family striving to maintain family meals. At rst the wife fed the husband using a spoon, then set up the enteral feeding routine, until nally the dynamic normality collapsed as the husband remained in the lounge during 'family' meal times. The children were unable to tolerate the 'difference' any longer.
Through their experiences, people with MND were able to judge the strengths and limitations of the care they received from others. They valued the functional interventions from professionals who knew about equipment, mobility, feeding and breathing techniques. They valued qualities of carers who were respectful, made them feel valued, and offered them time and consideration. They did not appreciate the lack of continuity of carers, lack of co-ordination among the professionals or the lack of emotional care.
One person reported, 'on the whole, they've been very supportive and kind but mostly people are frightened and detached. There's not many people who want to be involved personally' (MND4).
Carers' experiences
Nine categories were identi ed from conversations with carers ( Figure 2 ). In congruence with their partners, they suffered shock, which is captured in the category of destabilizing impact. Their future together and their sense of security and normality was shattered through the diagnosis. Fear was a predominate emotion coupled with a sense of dread of the future. This has resonance with their partner's 'existential shock', illustrated by 'I hate it. I hate it. It takes away your future. It's kind of gone' (LC3 wife). Her future dreams and expectations are dashed as she realizes she has to cope with watching her husband die rather than sharing a life together. A husband reports being 'Shattered, because it's pulled me down' but acknowledges how it must be faced as 'you mustn't try to hide it and think that it's going to go away because it's not' (LC5).
Carers also wanted to create meaning about the situation and searched for answers about the cause and effect of MND. They appreciated through temporal realizations that they might only have their partner alive for a few months or years under dif cult circumstances. The 'vulnerability of caring' category captures the ongoing suffering and emotional distress experienced by the carers 'This is horrible. It's worse than cancer' (LC2), 'I hate it. I hate it' (LC3). Their social network became reduced due to communication dif culties. Dinner invitations and friendship stopped. Professionals did not attend regularly which deepened isolation as, 'I used to go weeks and sometimes months before I saw anybody, I mean the social worker was ve or six weeks sometimes' (LC5).
There was no evidence of any care professional being directly allocated to support the carer. However, the 'need for moral support' (LC5) was clearly identi ed as caring is 'damned hard work'. (LC2). 'I'm suffering an emotional upset at the same time as caring, so as far as doing the job I'd just be me, . . . I'm emotionally upset by it all so that's the added stress and stain, it's not just caring, it's suffering' (LC3). Coupled with responsibility made them realize that, 'I don't think I could ever be ill now.
I don't know what we'd do' (LC2).
Carers also experienced a false normality when they tried to establish a sense of coping through deliberate routines. They experienced forced life changes as a change in circumstance in one partner created a change in the other. Increased responsibilities was closely correlated with progressive deterioration caused by MND. Jobs, hobbies, friends all went as caring became a full time job. There were some positive outcomes in terms of learning new skills but more frequently the experiences were never-ending hard work, resulting in exhaustion. Their gradient in learning through caring was steep. They had to learn practical as well as emotional aspects of care. 'I know what it's like now to have to care for someone. I just feel sorry for everybody who has to do it' (LC2). Their caring was motivated by love but required new ways of 'being'. It was demanding, exhausting and required physical and emotional investment of self. They also identi ed strengths and limitations of professionals. They were well supported in being taught the functional skills of using equipment for mobility and feeding activities. However, there were limitations in professional co-operation and team working as these two quotes illustrate. 'It's just weaving it together for my wife, (which) clearly is the dif culty' (LC6) and '(we) used to have half a dozen professional faces and I just couldn't place them all and I never knew which one to speak to' (LC4). Equally, carers felt insufciently cared for themselves, particularly in terms of emotional support. They felt professionals worked in a rather detached manner, 'I think it's all talked about mainly in a business like manner rather than in an emotional way' (LC5).
Thinking about life after your partner's death is uncharted territory for most people and presents a sensitive area of enquiry. However, there was evidence that carers were preparing for loss as the inevitability of death was accepted but their own futures were uncertain; 'It's a dreadful situation for me, very frightening . . . I think he has given up. Now it's very near . . . you have to accept it' (LC1). However, few partnerships talked about the future of the carer, probably because it was such a dif cult issue.
Two exceptions were LC4 who had tried to reassure his wife not to worry about their young son and LC5 who reported that they had discussed everything and 'it was her idea that when she died, I have a holiday'.
LC3 recognized how her attitude changed over time. She had achieved some of her grieving and was preparing to think of her life again, 'I don't know whether it's like compassion, when you've seen enough terrible pictures you kind of switch yourself off and how when you recognize that you can't do anything about it you've got to try and concentrate on your life more'. She even gave away all her MND books, almost as if she realized she had to give her husband away to MND.
Work and career were obvious needs for LC4 and LC6 as they struggled to continue with their careers during their partners' illness. when Liz's gone and there's no job and probably a ve year void in my career. A future employer wouldn't really want to take a risk'. They both maintained their jobs throughout their partners illness albeit with modi cations in role and time.
Professional experiences
Analysis of conversations with professional carers generated seven categories (Figure 3) . Commonalties of caring outweighed differences among the nine professionals. Professional carers do not have the same level of involvement, invested time, emotional interplay, physical hands on or potential loss when compared with the person with MND and their partner. Their starting point was identication of their strengths, which involved their respective functional interventions. However, seven professionals also highlighted their sense of genuine involvement through wanting to 'know' the patients and carers and acknowledged the importance of continuity of professionals.
The speech and language therapist told how being 'a counsellor is very important, to be a listener . . . I tend to be there to soak it all up 'cos sometimes they need to of oad and you've actually got to take on their burden of grief' (PC1).
The physiotherapist was well aware of the impact MND has on people's lives, in all its dimensions. She stated, 'that although you can't stop it happening, you can't stop it getting worse, you can do an awful lot to make it better while it's happening . . . by altering one slight thing that situation has improved matters for the family' (PC7).
The district nurse identi ed her role as holistic as 'I'm checking his pressure areas, arms and things. I'm there for him really. I get him food (parental nutritional packs), I'm there to talk to them if they want me, setting up the emergency pack, making sure that he's got everything that he needs' (PC3).
The level of experience with MND varied between the professionals. Six of the nine were facing their rst case of MND (see Table 3 ). The inexperienced read predominantly from MNDA sources and textbooks. The district nurse stated, 'I don't know that much about motor neurone disease, it's a dif cult one, so many things that could go wrong, I'm just thinking "help!" I read as much as I could'.
The GP acknowledged uncertainty about MND, 'I had to admit to him my lack of knowledge and how I'm sort of learning as he was' . . . 'he wanted my opinion on it [taking the drug Riluzole] and I couldn't give him that 'cos I hadn't had any experience of it' (PC6). However, many functional skills were transferable to MND patients as the physiotherapist suggests, 'the problems that we deal with are [the same] for lots of people, mobility problems . . . the actual problems are things we are quite used to, it's more the psychological, social problems that perhaps makes MND unique'.
Professionals in the study regarded lay carers as vital players as 'it's all down to the carer, all down to the family and they're having to do so much . . . it's the carer that does most of the work'. Indeed the district nurse admitted that, 'I suppose I tended to concentrate more on his wife because I think she's doing a brilliant job looking after him' (PC3). The social worker also promoted the importance of the lay carer, as 'if the carer goes down, the whole thing generally collapses' (PC5). Professionals talked of their ideals of care, which encompassed the practice of biomedical ethical principles, holism and engaging with human beings to reduce suffering. This category captures how they strove to practice through their ideals as they valued people within a moral foundation. It underpinned their practice even when practical concerns dominated.
Role limitations were perceived as an uncomfortable admission. Two main areas were identi ed: the functional limitations inclusive of lack of personnel, time and equipment and the external economics which affected care delivery. These led to frustrations for the care professionals due to a limited ability to achieve their ideals of care. Professionals reported adjusting their demeanour and broadening their value perspectives to meet those of the patient; trying to t in with their lifestyles and stance; using emotional effort to be responsive to patient needs and keeping the focus on the patient. The category of situated friendship arose from professional carer motivations of 'wanting to provide the best that there is . . . as a friend' (PC3). Friendship invites a level of commitment, a motivation to locate the other person's frame of mind and to respond to their needs. It is 'situated' as the friendship originates from the diagnosis and only lasts while the care is being delivered. It was not an ideal of care but an action of professional caring.
Time was a critical factor in the level of friendship attained. Five of the professionals who spent most time with clients agreed it resulted in a closer relationship with the primary focus on the needs of the patient. Professionals did not expect a reciprocal arrangement as 'part of being a professional is being able to disengage your own personal feelings . . . I have to nd the best way that they want me to interact with them really' (PC5).
Situated friendship requires a re exive demeanour, trying to adjust to the patient's mood and temperament. The importance of trying to emotionally ' t' with patients rather than be in contrast with them was recognized, 'I mean I might be feeling lousy, like I have this morning and I've been putting on a beam [smile] everywhere' (PC3). Similarly, it was acknowledged that moving from one patient to another becomes quite a challenge. You may be 'having to be very serious and very sad and perhaps going to someone who's completely opposite and it's hard then to quickly change from being one type of person to another type of person' (PC7). Their 'emotional labour' was considered effective in promoting and sustaining a situated friendship but the professionals in this study accepted that this value was not true for all professionals. You hear about situations when 'patients have come across when somebody hasn't adapted and that's when clashes happen' (PC7).
The critical nature of time was recognized from two perspectives. Firstly, from the patient's limited life expectancy but also in their own frustrations in gaining equipment or nancial support for additional care resources. Professionals acknowledged that they continue to learn through experiences to care. This included learning from patients, using active listening, being attentive and having an openness to learn about the needs of others.
They also tried to share their learning in this group of professionals as they recognized the importance of interprofessional co-operation. They collectively met as a case management group but identi ed how this was not common practice in the care of people with MND.
Discussion and conclusion
The ndings of this study offer evidence of differences, predominantly between the stances of lay and professional carers in MND. The variations in the starting points of their journeys and subsequent progression illustrate different value standpoints between care deliverers and recipients. The professionals begin their stories recounting their positive functional aspects: the strengths of their role. Listening and hearing patients' stories to appreciate their existential shock and the destabilizing in uence of MND did not feature. Only when professionals had exhausted their functional contribution did they consider their ideals and aspirations. However, as we have seen, both the users and carers begin their stories identifying their extreme threat and shock. These two different starting points in the experience of the disease trajectory suggest hermeneutic and mechanistic stances. The client view does not diminish the need for functional interventions but highlights a gap in the professional sense of support and care focus.
The central value for people with MND was the need to be valued and treated as 'being human'. MND steals one's mobility, speech, bulbar function and general independence; all features of being human. It does not steal one's intellect but this can be rendered externally latent through the communication de cit. Physical deterioration and loss of personal control combined with learning about the indignities of being cared for and facing certain death, force relational values to become paramount as people search for expression of their 'humanness' through others.
The central value of carers is manifest through the caring they can offer, often motivated by the love they have for their partner but closely associated with their own suffering. As they try to remain strong and motivated to cope with caring they also have to face making changes to their own lives. They have much to learn: rstly, how caring is hard work, becomes a full time job and forces life changes of great magnitude to the extent that one's former life is lost. These elements can create personal distress and highlight their vulnerability, which increases tension as they are concerned about what would happen to their partner if they themselves became ill. Equally, the silver lining is that they may learn new skills and gain a greater sense of con dence and competence in these caring.
The professional carers' central value lies in reducing suffering. Professionals appreciate the debilitating effects of MND but their practice prioritizes their functional roles over emotional support. This situation is often created through external constraints but leaves professionals in a constant state of tension. The need for professionals and carers to interact with people with MND as 'being human in extremis' cannot be overemphasized. Keeping the focus on the person rather than the disease appears so simple, yet so challenging. Strategies to support this imperative are promoting the understanding and recognition that MND is a terminal disease as well as a chronic condition.
From the terminal perspective, early referrals (Goodman et al., 1998) to the community and palliative care team would be most supportive for people with MND and their families. However, asking professionals to emotionally engage with patients as well as functionally operate has considerable implications for their educational preparation and ongoing professional support. An example of this need is reported by Ray et al. (1996) , who reveals that some physicians actively avoid forming relationships as they consider it may affect their decision making and ability to remain objective.
The more positive view of early referrals and forming relationships could be that more individualized care could be offered, planning could be more proactive and symptom management more effective. Also, the case for extending early specialist palliative services to noncancer patients is clearly made (Field and Addington-Hall, 1999) although people with nonmalignant diseases are often not seen as suitable candidates for palliative care until they have been de ned as 'terminal'. The label 'terminal' encourages professionals to prioritize services and care delivery (Goodman et al., 1998) whereas the chronic aspect alone can marginalize patient care (Thorne et al., 2000; Twigg, 1997) .
Chronic illness remains a challenge to a health service familiar with acute and critical care as 'chronic illness is an inherently different social enterprise' (Thorne et al., 2000: 304) . In acute and critical care the disease and cure are the priorities and offer the professionals a high degree of detachment coupled with timely success and achievement. Even in terminal care, professionals can gain a sense of role satisfaction over a nite time period. However, in chronic care the emphasis is on enduring care, complex care and requires different skills with less immediate or obvious 'success'. As MND lies astride the terminal and chronic categories it can be argued that it speci cally challenges professionals and services. This uneasy interface may confuse professionals as to how they should respond and may contribute to the mismatch between patient and professional priorities, resulting in many professionals turning to their more traditional focus, the disease rather than the person.
More recently, policy is directing proactive patient involvement in their care and selfmanagement through recognizing the expert patient (DoH, 2001 ). This can be viewed as a welcome development to promote a shift in the balance of care control to patients and will surely in uence professional behaviour. However, Wilson (2001) warns as to whether healthcare professionals will accept and acknowledge the patients as 'expert'. Education is a key transformer and Stott et al. (1996) report how they were able to promote diabetic patients involvement in their management with nurses, and moderately in uence physicians through education, group discussions and consultation feedback. However, to support this process we need to educate professionals differently, not just focus our attention on educating patients and leave them with the burden of change.
It seems that policy shifts harnessed with lay and professional education strategies are all signi cant drivers necessary to bring about a social transformation of really placing the focus of care on the person and promoting a balance between the mechanistic and hermeneutic perspectives. This paper has examined experiences in caring as disclosed by people in the world of MND. Three separate group experiences are presented as illustrations of their similarities and differences ident- i ed in this context. These ndings are supportive of a need to examine the bene ts of a dispositional shift in professional values to be more client and interprofessionally focused. Professionals need support for this change, as it is a social development as well as professional. Policy shifts and professional education are supportive routes incorporating active user and carer involvement together with interprofessional and multiagency co-operation.
The ndings presented in this study have not been tested in the experimental sense. However, presentations to people with MND, their lay carers and professionals have been met with a strong sense of resonance. This itself has offered users and carers a sense of warmth and hope that professionals are concerned with improving their caring practices in MND. Professionals have also identi ed how the outcomes have parallels to other disease trajectories (multiple sclerosis, CVA and other nonmalignant terminal diseases). Similar work in these areas could highlight these connections explicitly and identify particular values of importance that may serve to in uence practice perspectives and educational programmes.
